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n May 4, 2017, Bill S201, an act to prohibit and prevent

genetic discrimination, received royal assent and

became federal law. The Genetic Non-Discrimination Act
(GNA) is critical for promoting the health of Canadians and ensur-
ing Canada remains on the cutting edge of genomics research.
The GNA protects genetic test information from any individual or
service provider — be it an insurer, employer, school, landlord or
adoption agency — entering into a contract with a person. The
Government of Quebec, however, is challenging the constitution-
ality of the act. Although the act passed into law only last May, it
has already had a positive impact. It is therefore imperative that
it remains intact for all Canadians.

Advances in genomic science are providing unprecedented
opportunities to better facilitate the prevention, treatment and
early diagnosis of many diseases. Indeed, a recent CMAJ article
from the Personal Genome Project Canada, which reports on the
whole genome sequences and linked health data of 56 volun-
teers, illustrates the power of the technology to identify med-
ically relevant information, such as pharmacogenetic variants,
and the promise of the technology to influence health care.!

However, people’s fear of having their genetic information
used against them by third parties, such as insurers or employers,
remains a fundamental barrier to accessing genetic testing.
Studies have shown that patients and providers are deterred from
the use of genetic tests because of fears that an unfavourable
result will lead to difficulties with insurance.?® Likewise, some
patients feel they must hide their family histories from their health
care providers to avoid having their family history contained in
their medical records, preempting the possibility of genetic dis-
crimination.* Such fear creates barriers to accessing important
information that can end costly, burdensome diagnostic odysseys,
guide medical management and improve a patient’s quality of life.

Fear of genetic discrimination also prevents patients from
participating in research, which can stifle Canada’s scientific
advances in genomic medicine. Concern about insurance dis-
crimination, in particular, has already been shown to deter peo-
ple from participating in genetic studies.>®

Prohibitions found in sections 3-5 of the GNA make it a criminal
offence for a service provider or anyone entering into a contract
with a person to require or compel that person to take or disclose
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® The Genetic Non-Discrimination Act (GNA) makes it a criminal
offence for a service provider or anyone entering into a contract
with a person to require or compel that person to take, or
disclose the results of, a genetic test.

® The GNAIs critical for promoting the health of Canadians and
ensuring Canada remains on the cutting edge of genomics research.

® The Government of Quebec is challenging the constitutionality
of the act.

® Although the act passed into law only last May, it has already
had a positive impact; it is therefore imperative that it remains
intact for all Canadians.

the results of a genetic test. The prohibitions also make it a criminal
offence to collect, use or disclose a person’s genetic test results
without explicit written consent. The act sets out maximum crim-
inal penalties of a fine up to $1 million or possible imprisonment up
to five years. However, there are exceptions. Sections 3-5 of the
GNA do not apply to a physician, a pharmacist or any other health
care practitioner with respect to an individual to whom they are
providing health care services. Sections 3-5 also do not apply to a
person who is conducting medical, pharmaceutical or scientific
research with respect to an individual participating in the research.

The GNA is a critical law affording comprehensive protection
prohibiting genetic discrimination by any individual or sector. Unfor-
tunately, the constitutionality of this law is being challenged in Que-
bec. The Government of Quebec referred the GNA to the Court of
Appeal of Quebec on the grounds that the legislation is not constitu-
tional. The GNA addresses the harmful behaviour of genetic discrim-
ination; however, parties supporting the appeal argue that the pro-
hibition is targeted at the insurance industry, which is regulated at
the provincial (not federal) level in Canada. If the appeal is granted,
it will be referred to the Supreme Court of Canada.

If the GNA is successfully overturned in Quebec, and sub-
sequently by the Supreme Court of Canada, this will enable
genetic discrimination, which is a bigger problem than many
Canadians realize. Recognizing the limited policy protections and
empirical evidence in Canada, Bombard and colleagues con-
ducted a national study on the nature and extent of genetic
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discrimination.” The survey of individuals with a family history of
Huntington disease found that 86% feared genetic discrimination;
40% actually experienced it (mainly by providers of life and long-
term disability insurance), and those with positive genetic tests
reported more experiences of genetic discrimination.”

Through in-depth interviews, Bombard and colleagues docu-
mented cases of entrepreneurs and homeowners unable to get life
insurance to back up their loans (a standard requirement for large
loans and mortgages in Canada) because of the results of genetic
testing.® There were also cases of employees passed over for pro-
motions and families turned down for adoptions based on genetic
features.® These experiences are not unique to Huntington disease
or to Canada; similar incidents have been reported in cancer and
pediatric settings across other countries.>® Many of those coun-
tries, however, had policies to protect citizens against genetic dis-
crimination. Canada joined their ranks only last year.

For now, the genetic test information of all people living in Can-
ada, no matter where they live, is protected by law. And it is impor-
tant that the GNA remains intact. It has already begun to allay
patients’ fears, encourage participation in genomics research, and
empower patients and their families to take genetic tests and pre-
ventive measures to reduce risks of future diseases.!* All Canad-
ians deserve access to the best possible health care without fear of
genetic discrimination.
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